The increasing burden of cancer in Kenya has serious implications particularly for women.
Introduction
Kenya is one of 106 developing countries that lack access to medicine and experience a high burden of non-communicable diseases (NCDs) [1] . Of the NCDs, cancer could be the most devastating to households. Globally, cancer causes more deaths than HIV/AIDS, TB and malaria combined [2, 3] . With over 70% of the global cancer burden in LMIC, The Economist [4] in a viewpoint publication, described cancer as worse than HIV/AIDS in the developing world and the burden is heaviest on the poor. In Kenya, the number of newly diagnosed cancer cases rose by 46.4% between the years 2012 (28,000 cases) [5] and 2015 (41,000) [6] . It is estimated that daily cancer mortality rate in Kenya is the highest of the NCDs and registered a 6% annual growth rate between 2010 and 2014. Currently, cancer is the leading cause of hospitalization and mortality at the Kenyatta National Hospital (KNH), Kenya's largest national referral facility [6] . The hospital's cancer registry indicates that 53% of all patients admitted in 2015 were due to cancer related morbidity. The rapid growth in cancer mortality rate suggests that cancer could be on course to be the leading cause of NCD-related deaths in Kenya. The deaths (about 76% of all cases) are mainly caused by delays in treatment due to lack of personnel and equipment, and late detection of nearly 80% of reported cases. Nugent [7] suggests that because of late diagnosis, people developing NCDs such as cancer in many LMIC are more likely to die during their productive years (<60 years) than after retirement. A recent study in Nairobi [8] shows that in terms of prevalence, prostate cancer (15.6%) and breast cancer (23%) were the most common types of cancers among men and women respectively. However, cancer poses a greater threat to Kenyan women than men. For the women, breast and cervical cancers affect 34 per 100,000 and 25 per 100,000 women, respectively. Among the men, esophageal, prostate cancer and Kaposi sarcoma have comparably lower incidence rates of 17.5, 15.2 and 9.2, per 100,000 men, respectively [9] . There is a positive link between female gender and NCDs [10,11,12] and being female in Kenya increases the likelihood of NCD by 7.41% [13] .
Breast cancer is the most common type of cancer in Kenya. Few studies in Kenya have attempted to explore in detail whether breast-cancer patients have access to quality health services whenever they need them.
The objective of this study was to examine in detail access to breast cancer treatment services in Mombasa County with a focus on members of the Breast Cancer Survivors of Coast (BRECASCO). BRECASCO was formed to provide various forms of social support to its members.
Methods
A descriptive mixed methodology was used to generate detailed information about patient and survivor experiences in accessing breast cancer treatment services. The study took place in Mombasa County and involved members of the Breast Cancer Survivors of Coast (BRECASCO). The unit of analysis were individual members.
Qualitative data were collected using FGDs (n= 3) and in-depth interviews (n=7). Data saturation [14] was achieved around the following topics: availability, affordability and acceptability of breast cancer services. Data were audio-recorded, transcribed analysed thematically by the researchers. Frequency counts of the number of issues and views expressed by type were undertaken.
For quantitative data, a formula s= X 2 NP(1 -P)/d 2 (N -1)+X 2 P(1 -P) [15] was used to calculate the sample size (s=86 out of 110 members). A standardized questionnaire was sent to a random sample of 86 consenting participants of which 72 questionnaires were filled and returned. Likert scale was used in the analysis. The data were cleaned, coded and analysed using SPSS v.23.0. The results were presented in summary tables. All data were interpreted from a quality of care lens.
Limitations of the Study
The study was conducted in an organized group of cancer survivors and patients and their level of access to services may not entirely reflect the realities of the county where other patients survive without support systems. There is a need for a larger study on access to breast cancer treatment services.
Results
Of the 72 study participants, 51% were survivors and were no longer on treatment. Table 1 is a summary of sociodemographic characteristics of study participants.
From Table 1 , the majority (70%) of respondents are within the age range 36 -55 years, suggesting that the burden of breast cancer is felt most among the most productive age population. About 43% have primary and secondary education and a similar number has post-secondary education. The single largest majority (about 46%) is self-employed which indicates potential financial vulnerabilities because the majority of those outside formal employment in Kenya are uninsured. The fact that a significant number (43%) were diagnosed with breast cancer five years ago or lower may suggest improved diagnostic skills, or an emerging breast cancer epidemic which is consistent with current epidemiological trends in the country. Among those that had survived cancer for 11 years and more, the majority (55%) had secondary or post-secondary school education suggesting early diagnosis for those with better education. Most study participants had sought treatment from the public health sector because it is low cost. However, at least eight formally employed either sought treatment abroad (n= 3) or at local private facilities (n= 4). This is indicative of financial difficulties among those in non-formal employment. In terms of availability of breast cancer treatment services (Table 2) , there are critical challenges particularly with access to timely and adequate essential services. About 76% of study participants either disagreed or strongly disagreed that they were served in the shortest time possible, suggesting long queues for the majority of patients.
From Table 2 , up to 85% of respondents could not access necessary radiotherapy services and 53% reported lack of adequate staffing to administer breast cancer treatment. Although 57% agreed/strongly agreed that the facilities in which they sought treatment were nearby, a significant number still travelled long distances to seek treatment. Despite these challenges, the majority (96%) received the drugs they needed even if they paid out-of-pocket. The qualitative component of the study confirmed the various challenges faced by breast cancer patients with regard to availability of services; e.g. long waiting periods running into months to see an oncologist. From the FGDs, lack of specialist services meant that some patients were treated by general practitioners (GPs), which compromised quality of care; e.g. one respondent reportedly suffered severe burns during her treatment cycle and had to nurse the wounds before resuming treatment. She said:
"I have never encountered such pain in my life; even child birth was not as painful. I couldn't wear clothes; I couldn't sleep on my back -it was a terrible time. I pray no woman would ever go through what I went through…."
Lack of specialist care is complicated by shortage of facilities with the capacity to treat breast cancer. Those relying on public services travel about 400km to Nairobi e.g. for radiotherapy services. Persistent breakdown of radiotherapy machines complicated availability of these services and meant long spells of interrupted treatment cycles and costs to the patient.
Affordability of breast cancer services, as illustrated in Table 3 , remains a key access barrier. Up to 94% of the respondents agreed or strongly agreed that they needed financial support to access treatment. A large majority (81%) had taken loans and 73% had sold at least an asset, to finance their treatment. About 54% potentially face catastrophic expenditures with treatment costs estimated at above 40% of total household expenditure.
The challenges on affordability of cancer services were emphasized by many respondents in the qualitative component of the study. The majority reported financial pressures on their households. At least three respondents delayed treatment for several months to raise enough money. The nock-on effect of breast cancer illness was vastly felt on employment and has serious potential for impoverishing households; e.g. one respondent had to shut down her small business because she used up the business capital for treatment. At least three FGD participants acknowledged that long absence from work led to their businesses incurring heavy losses and potential collapse. Two study participants reportedly lost their jobs either because of long absence from work or termination by an employer who got apprehensive about the potential longterm cost of treating cancer. Collapse of business or losing a job are huge challenges with respect to long-term care as expressed by a respondent:
"Losing my job felt like a second death sentence; how was I going to afford treatment costs when my only source of income was taken away from me?"
At least eighteen study participants reported loss of crucial time in their prognosis for lack of money. Many resorted to herbal remedies, borrowing and sale of assets to raise money for treatment. Some households cut on food expenditures. One participant said:
"At times I was forced to choose between buying food for my children and going for chemotherapy… It was a very painful decision."
For those who did not face financial challenges in their course of treatment, the role of both public and private insurance cover was apparent. The National Hospital Insurance Fund (NHIF) with its newly enhanced cover including surgery, chemotherapy and radiotherapy, was praised by patients who were members of the scheme. The NHIF coverage, even though has significant limits on cancer treatment, highlights the importance of public insurance, particularly for low-income populations.
On acceptability of services (Table 4) , there was respect from health workers in terms of communication with patients and other forms of interaction. However, there was also some level of stigma given that at least 73% of study participants agreed that it is against their culture to openly discuss breast cancer, which could limit communication with health workers.
From in-depth interviews and FGDs, participants questioned health worker skills and knowledge on breast cancer. Despite obvious lumps on their breasts, six study participants reported that they were given antibiotics for an undisclosed infection and spent several months treating symptoms before the right diagnosis was made. There were reports of poor outcomes with one respondent reporting being admitted three times before her mastectomy was performed and another developed serious wounds and she had to be taken back to theatre for a surgical toilet. One of the respondents had a poor mastectomy which resulted in re-growth of the cancer.
She said: "The government doctors do not know what breast cancer is and do not know how to treat it properly; so how can we be going to such people for treatment?"
Although 91% of study participants were positive about communication from health workers, at least 10 FGD participants reported poor communication from doctors. One respondent said:
"The doctor's approach was not good -the diagnosis of breast cancer felt like a death sentence…the communication was rather like, "go deal with it," which I found quite unfortunate coming from a government hospital." 192
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Cultural perceptions about illness could mean important barriers to care seeking and acceptance of a prescribed treatment regimen. During the FDGs, some participants noted that the community perceived breast cancer as a curse, a taboo or witchcraft. This misconception contributed to collapse of immediate patient support such as family, friends and community, leading to lack of access to finances. This in turn leads to delays in treatment and poor health. A respondent said:
"My family, neighbors and relatives believed that cancer will always lead to death…. there was so much stigma, I was singled out by people and was deserted…. Being a breast cancer patient in this region can be very lonely."
A key informant indicated that it is because of such levels of stigma that they started the BRECASCO support group; first to provide social accommodation to breast cancer patients and survivors and also to raise awareness and address stigma in the larger community. Said a key informant: "This myth and perception about breast cancer makes women not to go for screening and testing." Literature shows that late diagnosis is the leading cause of cancer mortality worldwide.
Discussion and Recommendations
Timely access to quality health services is key to treatment outcomes. The findings of this study indicate poor access to quality breast cancer treatment services which leads to poor health outcomes. Service unavailability including long distance to facilities, lack of timely follow up, lack of specialists, lack of equipment, etc., have been documented in this study. For these factors, there is high potential for increased mortality from breast cancer in Mombasa County. There is already evidence suggesting that women in are more susceptible to NCDs than men [10,11,12,13] and that the majority present late with the disease [11]. Joseph et. al., [16] reiterate that women who do not present for screening have a higher risk of disease progression. Besides, being treated by personnel not trained on oncology as well as interrupted treatment cycles raise questions around patient safety and treatment effectiveness. Not only did patients experience severe burns but also the risk of metastases leading to the spread of cancer to other organs. This study has linked patient safety and treatment effectiveness concerns to severe shortage of manpower with the right skill mix to diagnose and treat breast cancer. The shortage of skilled manpower including cancer specialists, potentially leads to misdiagnosis, poor surgical procedures which in turn result in more costs and poor health outcomes to the patient. Those diagnosed faced worsening illness as they waited on queues for months. Early detection and treatment ensure the most favorable clinical outcomes and enabling simpler and more cost-effective treatment. Some authors [17, 18, 19] have written on similar issues with regard to availability of health services. Kenya needs more oncologists trained and dispersed to referral hospitals in different counties. There is also a need to emphasize patient-centered care to make breaking news about breast cancer diagnosis bearable. Vardy and Tannock [20] emphasize the need for quality cancer care that is delivered with compassion.
Timeliness of interventions seems to be the most critical gap identified by the study both quantitatively and qualitatively. Other than being a consequence of shortage of skilled manpower, lack of timely interventions also emanated from cost of care, distance to facilities, not knowing where to seek care, severe shortage of critical equipment, long waiting times, local perceptions about illness and lack of awareness of symptoms.
Cost of services raised equity concerns as some patients could afford better quality care from private facilities while those opting for relatively cheaper public facilities faced longer delays to access treatment and adverse events. Sankaranarayanan et al., [21] notes that cost of services results in wide variations in cancer survival between countries. Both direct and indirect out-of-pocket (OOP) costs of breast cancer treatment featured prominently in the findings. The social and economic consequences of OOP payments including depletion of business capital leading to business collapse, were noted. For households relying on OOP payments for cancer care job loss is a likely death sentence. The immediate and long-term consequence from OOP payments include serious financial shocks and impoverishment. McIntyre et. al., [22] give evidence of household impoverishment when faced with substantial medical expenses which are paid OOP. In resource poor settings, illness imposed high and regressive cost burdens on patients and their families [23] . Furthermore, the evident social and policy consequences of the disease including job losses from illegal termination and collapse of individual enterprises, are serious social issues that require immediate attention from policymakers and the society at large. To address affordability issues there should be concerted efforts especially by the national government to improve universal access to cancer treatment services.
Efficiency concerns were raised in the study where limited or broken down radiotherapy machines were noted. There is need to invest in acquisition and maintenance of these machines and make them available in clusters of counties to achieve cost-efficiency. Poor prognosis of patients is as a result of late diagnosis and poor treatment options [24, 25] and can be linked to a lack of essential equipment and manpower, among other factors.
As this study demonstrates, lack of timely intervention can also be a consequence of cultural attitudes and lack of knowledge about breast cancer. Many respondents showed poor knowledge of breast cancer; i.e. that breast cancer is the result of evil spirits, certain foods and family planning implants. Such beliefs influence patients to seek unconventional 'healthcare' e.g. spiritual interventions, which further delay timely treatment. Many authors [26, 27, 28, 29] have highlighted local illness perceptions which directly influence quality of care.
A critical element of culture that affects timeliness and effectiveness of care is stigma. Stigma, as noted in the findings, denied some patients their social support systems including income. Lack of such support and in particular, a lack of intimate confiding support predicts more episodes of depression and anxiety which could lead to adverse illness outcomes [30] . Stigma contributes to delays in care as women do not want to reveal their condition, and contributes to poor follow up, which potentially leads to ineffective treatment. Stigma and avoidance behavior directed towards cancer patients have been reported [31] . Although Joseph et. al., [16] identify patient factors, limited resources, and inadequate medical infrastructure as key contributors to poor follow up, issues around culture and stigma are equally critical. Therefore, psychological interventions for women with breast cancer must always take into account the broader social context in which cancer occurs, with a focus to improving social support.
In conclusion, the quality of breast cancer services in the Mombasa County is complicated by a host of factors including socioeconomic, cultural, health system challenges which influence health outcomes. To improve quality of care for breast cancer, systems for early detection should be put in place including promoting the empowerment of women to access healthcare, developing infrastructure for diagnosis and treatment, and mammography screening.
